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Key Terms

Patient and Public Involvement (PPI):

Research being carried out ‘with’ or ‘by’ members of the public rather than ‘to’, ‘about’ or 
‘for’ them” (NIHR)

Service user / carer involvement:

As above, but the preferred term for the group I work with 



Speaking at events

Designing research e.g

Writing and reviewing

Developing guidance for othersProject management



Identifying / Prioritising Research Questions

Why is it important to involve service users / carers?

• To ensure that research is relevant to the people it is aiming to help

• Recruitment / impact

• Involving people early in the research process is good practice

• Previous work has shown that clinicians and service users / carers do have 
different priorities



Setting Research Priorities

Different Approaches:

1. Large scale national / international projects 

2. A research team working with local service users across a portfolio of 
work



Large Scale National / International Projects

James Lind Alliance Pressure Ulcer Partnership

• Led by University of York

• Funded by NIHR 

https://www.jla.nihr.ac.uk/priority-setting-partnerships/pressure-ulcers/

https://www.jla.nihr.ac.uk/priority-setting-partnerships/pressure-ulcers/


Large Scale National / International Projects

James Lind Alliance Pressure Ulcer Partnership 

“JLAPUP showed that it was possible to work in partnership in a field where patients are 
often elderly, immobile, unrepresented and particularly unwell, many of whom are living 
with more than one long term condition. However, for those unfamiliar with it, 
‘uncertainty’ was a difficult term to get to grips with. Also, it was harder for some people 
than others to take part and to have their voices heard and understood. In keeping with 
other PSPs, JLAPUP found that the nature and quality of research into pressure ulcer 
prevention and treatment did not reflect the priorities of those who took part“ 

Madden and Morley 2016
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James Lind Alliance Pressure Ulcer Partnership 

“JLAPUP showed that it was possible to work in partnership in a field where patients are 
often elderly, immobile, unrepresented and particularly unwell, many of whom are living 
with more than one long term condition. However, for those unfamiliar with it, 
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people than others to take part and to have their voices heard and 
understood. In keeping with other PSPs, JLAPUP found that the nature and quality of 
research into pressure ulcer prevention and treatment did not reflect the priorities of those 
who took part“ 



Large Scale National / International Projects

Methodological Research for PPI in clinical Trials

• Led by University of Liverpool 

• Funded by MRC Hubs for Trials methodology research 

• Used a modified Delphi process – Literature review, 2 rounds of online 
survey, consensus meeting. 

• Worked well in this study but can be challenging 



Large Scale National / International Projects

Pros and cons of this approach 

Advantages Challenges

Reach One off project – priorities change

Draws on established processes and 

expertise

Making processes accessible

Bring together different perspectives Giving equal weight to those 

perspectives 

High level priorities – Sometimes 

lacking detail



Working with service users across a portfolio of work

• PURSUN established in 2010 – building trust and relationships over time

• Contributed to a portfolio of different studies at the University of Leeds

• Research is an iterative process

• Lots of factors influence what kind of research happens



Identifying / 
prioritising 

topics

The 
Research 

Cycle

Evaluation

Designing 
Research

Managing  
Research

Commissioning

Undertaking 
Research

Analysis & 
interpretation

Dissemination



Working with service users across a portfolio of work

Example - Pressure Ulcer Prevention at Home Project 

• JLAPUP

• Dr Susanne Colman’s work on risk assessment

• Severe Pressure Ulcer Project data interpretation workshop

• Focused workshops to refine the question and develop a grant application 



Working with service users across a portfolio of work

Example - Pressure Ulcer Prevention at Home Project 

• Successfully funded by NIHR 

• Participatory research project looking at interventions for pressure ulcer 
prevention at home for people with long term neurological conditions and 
their carers

• Started April 2022



Learning points

• Your approach needs to be tailored to the people you want to engage with 

• Reach vs depth - There is a trade off between the reach of one off, large scale projects 
and the relationships which are built through smaller, local activities over time. 

• Be mindful of power dynamics

• Every conversations counts 

• Facilitation is an important (and sometimes 
undervalued) skill



Links and References

• Pressure UlceR Programme Of reSEarch (PURPOSE): using mixed methods (systematic reviews, 
prospective cohort, case study, consensus and psychometrics) to identify patient and organisational 
risk, develop a risk assessment tool and patient-reported outcome Quality of Life and Health Utility 
measures Jane Nixon et al Programme Grants for Applied Research Volume: 3, Issue: 6, Published in 
September 2015

• https://www.jla.nihr.ac.uk/priority-setting-partnerships/pressure-ulcers/

• Madden, M., Morley, R. Exploring the challenge of health research priority setting in partnership: 
reflections on the methodology used by the James Lind Alliance Pressure Ulcer Priority Setting 
Partnership. Res Involv Engagem 2, 12 (2016). 

• Priorities for methodological research on patient and public involvement in clinical trials: A modified 
Delphi process. Kearny et al. Health Expectations. 2017;20:1401–1410.
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